Invited speakers gave oral presentations to the workshop attendees. The programme of presentations and summaries of each presentation are provided in the report. Breakout discussion in small groups was included in the final session. Individual group discussions are summarised in the workshop appendix and feedback given to the full workshop audience is summarised in the main body of the report.
Sampling Strategy

N/A
Quality Control
The summary of the workshop presentations and discussions was reviewed and approved by all authors.
Constraints
Full presentations are only available on application to the speakers. A detailed report of the public engagement focus groups with patients and parents conducted at Great Ormond Street Hospital will only be available through the hospital website for a limited period, and thereafter only on application to the authors.
Privacy
Delegates and speakers and their affiliations are named in the workshop report. 
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Dataset Creators
The invited speakers who provided the presentation materials summarised in the report are:
• 
